282 Patient priorities for research in cystic fibrosis: the IPaCOR experience  by Cirilli, N. et al.
S120 13. Psychosocial issues Posters
282 Patient priorities for research in cystic ﬁbrosis: the IPaCOR
experience
N. Cirilli1, R. Buzzetti2, S. Costa3, G. Magazzu`3, Italian Patient Centered
Outcomes Research (IPaCOR) Working Group. 1Cystic Fibrosis Center, United
Hospitals, Mother-Child, Ancona, Italy; 2Italian Cystic Fibrosis Research
Foundation, Verona, Italy; 3Cystic Fibrosis Center, University of Messina, Messina,
Italy
Objectives: Identify the unresolved questions in CF research and prioritize research
objectives as a function of CF patients’ needs.
Methods: The Italian Patient Centered Outcomes Research (IPaCOR) working
group (12 clinical researchers and 8 expert CF stakeholders) performed a gap
analysis starting from the implications for research of the 72 Cochrane Reviews
in CF and identiﬁed the critical areas of research in CF. CF stakeholders scored
each critical area (score: 0−30) searching for the patient centered hot topics. Using
CFDB (Cystic Fibrosis DataBase), clinical researchers identiﬁed the unresolved
questions for each critical area. IPaCOR group discussed this list in 4 meetings and
via e-mail.
Results: CF stakeholders identiﬁed 5 topics of great interest (score: 28−30):
transplantation, correction of the molecular defect, Pseudomonas aeruginosa (PA),
Burkholderia cepacia, ABPA. The 13 “second line” topics (score: 20−25) were:
physiotherapy, MRSA, CFRD, Stenotrophomonas maltophilia, anti-inﬂammatory
and bronchodilator therapy, macrolides, exercise, oxygen and NIV, dietary supple-
ments, correction of the basic defect, non-tuberculous mycobacteria.
Conclusion: After a thorough discussion that took into account both the research
priorities as based on the patients’ needs and the Cochrane recommendations, the
gruoup decided to undertake a patient-centered survey on the natural history of
the eradication of PA and of PA chronic colonization. Moreover, CF stakeholders
and researchers highlighted the need to broaden the consultation between the two
groups as a prerequisite before starting new research projects.
